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Undiagnosed Diseases Program
Dear Patient: .'
Thank you for your interest in the Undiagnosed Diseases Program at the National Institutes of
Health (NIH). Participants accepted into this program will be part of a clinical research study
aimed at answering questions about medical conditions that have eluded diagnosis. We hope

io advance medical knowledge in ways that can help improve health care for sveryona. The
study will be conductad at the NIH Clinical Centar in Bethasda, Mandand.

Plaase discuss your paricipation in this prograrm with your primary health-care provider.
Important sonsiderations include: '

» This is a pilot program with strict eligibility requirements.

s Many cages accepted will NOT result in a diagnosis.

« A roferral by a health-care provider Is required.

« The provider who refers you will ba asked to provide your medical information.

« NIH will communicate the decision ors ascepting your case for evaluation in writing to
you and your referring health-care provider.

s If your case is accepted for NiH evaluation, NIH will provide information from the
evaluation to you and to your health-care provider.

» Your heafth-care provider will be responsible for your medical care after you have
been ovaluated at the NiH.

Details about the information needed from your referring physician are on the attached letter.
Plesse insert information where requested and give the I[nformation Sheet for Relarring
Haalth-Cars Providere to your provider, :

NIH program staff will notify you by mail when the infornation from your provider has been
receivad. Once all materials are received, NIH review is expected to take about six weeks. We

" plan to invite 50 to 100 patient participants to NIH annuaily for thorough evaluation and
consultation at the NIH Clinical Center.

Again, thank you for your interest in this new NIH- program. Medical advances depend on
individuals like you who volunteer as pariners in madicat discovery. More Information about
this new program is available on fine at http://rarediseases.info.nit.gowUndiagnosed.

The Undiagnosed Diseases Pregram Team

Panent Letear:  Rvised Sr207H0E
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